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Abstract 
Prior research has highlighted the importance of supporting the autonomy of children with 
Down syndrome from early childhood.  There is some evidence to suggest that mothers of 
children with Down syndrome are more directive than those whose children are developing 
typically. However, the factors that contribute to maternal autonomy supportive versus 
directive behaviours are not well understood.  The current study aimed to explore the value 
and importance that mothers place upon their child’s autonomy, as well as the specific factors 
that influence the support they provide. Interviews were conducted with 14 mothers of young 
children with Down syndrome. It was revealed that mothers held aspirations for their 
children’s future that included autonomy and independence; however, their capacity to 
promote autonomy was sometimes constrained by a range of child and family factors, as well 
as by their focus on developing skills for independent functioning. Understanding the factors 
that may constrain support for autonomy represents an essential step in the process of 
designing interventions for promoting maternal support for autonomy in families of children 
with Down syndrome and other developmental disabilities. 
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Despite marked increases in life expectancy, quality of life for people with Down 
syndrome is complicated by behavioural and psychiatric problems (Mallardo, Cuskelly, 
White, & Jobling, 2014), restricted opportunities for independent living, and substantial 
under employment (Jobling & Cuskelly, 2002).  These outcomes may be attributable, at least 
in part, to low levels of self-determination skills such as autonomy (Clark, Olympia, Jensen, 
Heathfield, & Jensen, 2004), and are likely to be a product of the lack of opportunities 
available to an individual with Down syndrome, as well as a deficit in the necessary skills to 
operate autonomously (van Gameren-Oosterom et al., 2011; Zigler, Bennett-Gates, Hodapp, 
& Henrich, 2002).  
Individuals who are autonomous display behaviours that are internally directed. They 
make choices and decisions without undue external influence or interference (Deci & Ryan, 
2000) and these choices are perceived to be authentic reflections of self. Although sometimes 
used interchangeably, autonomy and independence are not synonymous. Whereas 
independence implies being able to function self-sufficiently without the assistance of others, 
autonomy is defined within self-determination theory as volitional or self-endorsed 
functioning (Soenens et al., 2007). It is thus possible to combine autonomy with dependence, 
interdependence or independence (Ryan, Legate, Niemiec, & Deci, 2012). A person may be 
able to make choices and decisions autonomously even if unable to implement those choices 
and decisions independently without assistance (Leece & Peace, 2010).    
Autonomy develops across the lifespan (Deci & Ryan, 2000; Ryan, Deci, Grolnick, & 
La Guardia, 2006), with families playing an integral role in supporting children to become 
more autonomous (Shogren & Turnbull, 2006). Parental support for autonomy has been 
identified as vital to the development of self-regulation (Grolnick & Ryan, 1989; Ryan et al., 
2006) and competence (Joussemet, Koestner, Lekes & Landry, 2005). Autonomy-supportive 
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parents encourage choice and participation in decisions, provide informative feedback and 
positive encouragement, wait for their child to require assistance before intervening, give 
hints or suggestions following their child’s request for help, and provide assistance tailored to 
the child’s abilities (Grolnick, Gurland, DeCourcey, & Jacob, 2002; Grolnick & Ryan, 1989).  
Like all children, those with intellectual disabilities such as Down syndrome need 
appropriate support to develop autonomy from early childhood. Gilmore, Cuskelly, Jobling 
and Hayes (2009) found that mothers’ support for autonomy was associated with higher 
levels of persistent behaviour in 4 to 6 year old children with Down syndrome. They further 
demonstrated that maternal support for autonomy appears to be more important for children 
with Down syndrome than for typically developing children. Previous research has shown, 
however, that children with Down syndrome are often not given sufficient opportunities for 
the development of autonomy (Clark et al., 2004). Some studies have found that mothers of 
children with Down syndrome are more directive and less supportive of their child’s 
autonomy than are mothers of typically developing children (de Falco, Venuti, Esposito, & 
Bornstein, 2011; Glenn, Dayus, Cunningham, & Horgan, 2001) although this is not a 
consistent finding (see, for example, Gilmore et al., 2009; Sterling & Warren, 2014). 
Given the importance of support for autonomy to children’s developmental outcomes 
(Grolnick et al., 2002; Joussemet et al., 2005), the possibility that support for autonomy is 
even more important for children with Down syndrome (Gilmore et al., 2009), and evidence 
that mothers of children with Down syndrome often tend to be more directive than mothers of 
typically developing children (e.g., de Falco et al., 2011; Glenn et al., 2001), a more in-depth 
examination of maternal support for autonomy is warranted in this population. The main aim 
of the current study was to develop a better appreciation of maternal understandings of, and 
behaviours relevant to, autonomy in children with Down syndrome.  
Method 
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Participants 
The participants were 14 mothers of children (10 girls, 4 boys) with Down syndrome 
aged from 3 years 8 months to 7 years 2 months (M = 5 years 0 months; SD = 1 year 0 
months). All of the families were traditional nuclear families. Family size ranged from 2 to 6 
children (M = 3.2). Four of the mothers reported that their family included a sibling with 
Autism Spectrum Disorder. Consistent with the known areas of difficulty for individuals with 
Down syndrome (see Bruni, 2006; Kent & Vorperian, 2013; Roizen, 2003), many of the 
children reportedly had problems with vision, hearing, fine motor skills, and health (see Table 
1). All children had been receiving early intervention services, generally from very early in 
life (e.g., 6 weeks of age).  
INSERT TABLE 1 ABOUT HERE 
 Developmental ages were determined using the cognitive scale of the Bayley Scales 
of Infant and Toddler Development, Third Edition (Bayley, 2006).  The mean developmental 
age equivalent in the sample was 28 months (SD = 4 months) with a range of 17 to 42 
months.   
The study was conducted in two Australian capital cities: Brisbane and Melbourne. Of 
the 14 families, eight lived in Brisbane or the surrounding regions and six were in Melbourne. 
Eight mothers reported that they were currently working (mean number of hours per week = 
8.7, SD = 9.7) and, of these, seven were employed in professional roles (e.g., teachers). The 
remainder were not currently engaged in work outside the home. All of their husbands were 
currently employed, four in managerial roles, five professionals, and the remainder in trades, 
paraprofessional and clerical/sales positions. Hours per week of work for fathers ranged from 
15 to 60, with a mean of 42.8 (SD = 11.6).  Ten of the mothers had completed university 
degrees, while the remainder reported high school or certificates/diplomas as their highest 
level of educational attainment. Nine of the fathers held university qualifications, including 
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four with doctoral degrees.  Almost all of the families reported themselves as Caucasian, 
apart from one mother of mixed ethnicity and one father of Asian heritage.   
Measures 
The Goodman Lock Box (Goodman, 1981) is a wooden box with 10 doors, each 
fastened with a different type of lock.  Behind each door is a different toy.  The Lock Box 
provides an unstructured but challenging exploratory task on which children’s spontaneous 
problem solving approaches can be observed, with or without other assistance. The box is 
structured in two rows, with five adjacent compartments on each row. According to 
Goodman (1981), the developer of the Lock Box, children who explore the locks in a 
sequential manner and repeat the same pattern of moves across a number of doors are 
showing their capacity to mentally organise an unstructured task, while those who move in a 
more haphazard fashion are displaying disorganised behaviour that reflects either inherent 
deficits or immaturity in mental organisation. Difficulties in maintaining goal-directed 
behaviour are observed in random, repetitive and purposeless movements (Goodman, Fox, & 
Glutting, 1986). In the current study, the Lock Box was used as a vehicle for observing 
maternal behaviours while their child was engaged in a problem-solving task.       
 The Mother-Child Rating Scale (Crawley & Spiker, 1982) is a global rating scale that 
was developed to provide ratings of behaviours displayed by mothers of young children, 
especially those with disabilities. The scale has been used successfully to observe the 
behaviours of mothers with their child with Down syndrome (Crawley & Spiker, 1983; 
Gilmore et al., 2009).  The original rating scale comprises six subscales for classifying 
mother behaviour. The directiveness subscale was chosen for the current study, along with a 
supplementary subscale that was developed by Gilmore et al. (2009) for rating maternal 
support for autonomy. Directiveness ratings reflect the extent to which the parent tries to 
control a child’s behaviour, while ratings of autonomy support reflect the parent’s 
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encouragement of independent mastery attempts. This encouragement could involve allowing 
the child time to attempt the task before offering help, or urging the child to attempt the task 
alone. A mother rated as low on autonomy support would provide help regardless of whether 
the child needed or requested guidance.  Each of the subscales has a set of five descriptors 
that correspond with the five point rating system (1-5). For example, a rating of 1 for 
directiveness is given when a mother “occasionally suggests that the child perform a 
particular activity, when directives are phrased as questions, when the mother does not persist 
if the child does not comply, and when the mother primarily watches and/or comments”. By 
contrast, at the other end of the scale, a rating of 5 is assigned to a mother who is “highly 
directive, who directs almost all the child’s actions, and is very persistent and/or demanding”.  
A mother who “never waits for the child to try the task alone first and does not encourage 
her/him to try independently before offering help” is given a rating of 1 on autonomy support, 
while a rating of 5 is given to a mother who “always waits for the child to attempt the task 
alone, who offers directives only in response to her child’s frustration, distress or pleas for 
help, and who always first encourages her child to make independent attempts”. Descriptors 
are also provided for ratings of 2, 3 and 4 on the two subscales. Following Crawley and 
Spiker’s (1982) protocol, the researcher views the recording of an entire session twice, then 
assigns a rating on each of the subscales.  
   
A schedule of interview questions was designed to investigate mothers’ perceptions of 
their child’s current level of autonomy, goals for their child’s future, and ways in which they 
supported autonomy. Mothers were asked about things their child found difficult, and what 
they did to support their child in mastering those challenges. They were also asked about their 
child’s current level of autonomy (“Does he/she want to do things for her/himself?” and 
“What decisions does he/she make for him/herself?”). In relation to their child’s future, 
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mothers were asked to “think ahead a bit to when your child is 18 years old [the age of legal 
adulthood in Australia] .... what would you like to think he/she will be doing then?”. They 
were also asked about the steps they were currently taking to achieve those goals.  
Procedure 
The study was part of a larger project investigating maternal support for autonomy. 
Families with a child with Down syndrome in the age range 3.5 to 7 years were invited to 
participate in a research study that involved their child playing with a novel surprise box. 
Participants were recruited through direct mail-outs to families from the Down Syndrome 
Associations of Queensland and Victoria, Australia.  Information about the research was also 
published in the Associations’ online newsletters. Participants contacted the researchers 
directly if they were interested in being involved in the study and were able to attend the 
university clinic for a single session. Further recruitment occurred via snowballing, with 
participants recommending the study to other potential participants. Across the Queensland 
and Victorian member databases, it was estimated that there were approximately 130 families 
with children in the age range targeted by the researchers. From the possible participant pool, 
32 mothers responded to indicate their interest in participating in the research, a response rate 
of 25%. Following the initial response, 8 families were uncontactable and 10 others declined 
to participate for a variety of reasons including child or family illness, time pressures, 
relocation and unwillingness to be video recorded.  The remaining 14 families agreed to 
participate in the study. Ethical approval for the research was granted by the Human Research 
Ethics Committee at Queensland University of Technology, and all mothers provided 
informed consent to the video/audio recording of sessions in the university laboratory.    
 At the commencement of the session, the child’s developmental level was assessed 
using the Bayley Scales of Infant and Toddler Development, Third Edition.  The mother/child 
dyads were then presented with the joint problem-solving task, the Goodman Lock Box. 
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Children were given the standard instruction for the task “Here’s a surprise box with locks to 
open and toys to play with.” Mothers were told that they could help their child if they wished, 
but without physically touching any of the locks. If mothers queried their role, they were 
instructed to behave as they normally would. The researcher left the room and returned 
around 6 to 7 minutes later. The first 5 minutes of the Lock Box task was videotaped (no time 
frame was provided to mothers before they began) and maternal behaviours (autonomy 
support and directiveness) were coded later.  A research assistant who had not previously 
been involved in the study coded the sessions separately for reliability. Using the method 
recommended by Crawley and Spiker (1982), the two raters reached 100% agreement within 
one point for each of the two dimensions of maternal behaviour.  
Following the Lock Box session, mothers completed a demographic questionnaire and 
then participated in a structured interview. Interviews were transcribed after each session and 
participant names were replaced with pseudonyms to maintain confidentiality. A form of 
member checking (respondent validation) was conducted to ensure the validation of interview 
content by participants. This process was completed by sending the transcripts to the 
participants and giving them the opportunity to alter or add any relevant information. None of 
the participants amended the transcript content; however, one provided some additional 
comments. 
Thematic analysis was used to explore the child and family factors that mothers 
believed constrained or facilitated their capacity to provide support for their child’s 
autonomy.  In line with guidelines for thematic analysis described by Braun and Clarke 
(2006), each transcript was first read several times by the second author in order to gain 
familiarisation with the raw data. Initial coding involved data being broken down into as 
many categories as possible, with similar data grouped in the same category (Walker & 
Myrick, 2006). Once coding was complete, the next phase of analysis involved identifying 
Running head: MATERNAL AUTONOMY SUPPORT 10 
 
recurring themes throughout the dataset, and assigning each piece of data to the appropriate 
theme. A second experienced qualitative researcher who had not previously been involved in 
the project undertook parallel thematic analysis of the transcripts. Similar key themes 
emerged from the two researchers’ independent codings. 
Results and Discussion 
Support for Autonomy on the Lock Box Task 
 On the joint problem-solving task, 4 of the 14 mothers (Lucy, Kate, Jennifer, Hazel) 
displayed behaviours that were high in autonomy support and low in directiveness. Five 
demonstrated the reverse pattern of low autonomy support and high directiveness (Polly, 
Mary, Barbara, Lauren, Emma), while the remaining five were rated as moderate on both 
dimensions. The correlation between the ratings of autonomy support and directiveness was   
-.93 (p < .001). This result and the pattern of codings on the two dimensions suggest that 
autonomy support and directiveness represent opposite ends of the same scale, as has 
previously been proposed (Gilmore et al., 2009). Thus, interpretation was undertaken with the 
view that the observational data reflected one unified parental behaviour. Examination of the 
data for the mothers who were observed to be very autonomy-supportive compared with 
those who were very directive revealed no obvious patterns with respect to child or maternal 
characteristics. The children of the most autonomy supportive mothers were not necessarily 
the oldest or the highest functioning, nor did they have fewer developmental difficulties, and 
their positions in the family differed.  Similarly, children of the most directive mothers were 
not distinguished with respect to age, ability or family position. Mothers at opposite ends of 
the scale did not differ on characteristics such as educational qualifications, employment type 
or hours of work.           
Following the Lock Box session, mothers reported on perceptions of their role during 
the task. Although some said they found it very difficult to help without physically assisting 
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or taking over, most described using verbal encouragement and praise, attempting to 
stimulate or maintain their child’s engagement with the locks, and sometimes giving 
directions or miming the actions that were required to open a specific lock. The mothers 
believed that a range of strategies had helped their child to be more successful with the task. 
These included promoting the child’s interest (e.g., asking excitedly “what could be inside 
that door?”), providing specific instructions (e.g., “just wiggle it a bit”), modelling how to 
open a door, or reassuring the child that s/he could be successful (“you can do it … have 
another go”). Several mothers spoke about the need to keep their child focused. They 
believed that their child would have lost interest or stayed engaged only on the easier locks 
before giving up and possibly wandering away from the task. Others mentioned that, without 
maternal assistance, their child would likely have taken much longer to open locks or become 
frustrated and angry.  
Interestingly, the strategies mothers reported they had used during the task did not 
always correspond with their observed behaviours. For example, Mary (coded as highly 
directive) reported afterwards that she had only helped when her child asked her to and that 
she saw her role as “supporting, not taking over”.  Yet, despite being instructed by the 
researcher not to physically assist, she had put the key into the lock for her child “but then I 
stepped back and waited until she asked me to help again before I turned it”.  Mary also 
physically helped her daughter to undo a buckle because “I don’t think she’s ever had a 
buckle in front of her before, her shoes are all Velcro”. This example illustrates limited 
understanding of how to support a child’s autonomy. Although Mary believed she was being 
supportive, she quickly took over when her child requested assistance without first 
encouraging her to try alone or providing suggestions on how the task might be approached. 
The example also illustrates a mother’s conflicting motivations – on the one hand to support 
without interfering, but on the other hand to maximise her child’s experiences of success. To 
Running head: MATERNAL AUTONOMY SUPPORT 12 
 
some extent, Mary’s behaviour may also been motivated by the desire for her daughter to 
appear as competent as possible to the researchers, and to prevent behaviours such as 
frustration or anger in the laboratory.  
Parental feelings of self-worth and ego-involvement in the performance of their child 
appear to influence the extent of their support or control (Grolnick et al., 2002; Grolnick, 
Price, Beiswenger & Sauck, 2007). More autonomy-supportive behaviours have been 
observed in parents who believe their child has the ability to develop without a great deal of 
external input (Landry et al., 2008). It is possible that the observational nature of the current 
investigation may have raised anxieties about their child’s performance in some mothers, 
perhaps triggering behaviours that were not typical of interactions with their child. Although 
previous work supports the validity of the behavioural observations (Gilmore et al., 2009), 
the mismatch between parental reports of their own behaviour and their actual behaviour as 
observed in the laboratory requires further exploration.  
Parent Expectations and Aspirations for the Future 
Reflecting on the future in response to questions by the researcher, all mothers 
reported the hope that, as an 18 year old, their young adult child with Down syndrome would 
be living independently or semi-independently, and either studying or working. This vision of 
the future contrasts with the reality of the circumstances of most 18 year olds in Australia at 
the present time (see Australian Bureau of Statistics, 2013). Many typically developing adults 
remain living with their parents until well into adulthood;  the majority of adults with Down 
syndrome are also likely to be living at home well past the age of 18 (e.g., Foley et al., 2014). 
These hopes for what might be seen to be accelerated independence may lead to a focus on 
skill development – at the expense of autonomy (discussed further below) - or may reflect a 
determination by these mothers not to underestimate their child or to limit their future.   
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Mothers’ aspirations for their children with Down syndrome at 18 years of age also 
included being able to take care of themselves, undertaking study or work, and having their 
own circle of friends. These reported adult outcomes are in contrast to the restricted life 
experiences of adults with Down syndrome born in the 1960s and earlier (Bertoli et al., 2011; 
Carr, 2008). Since that time, however, there has been a dramatic shift in expectations of what 
individuals with Down syndrome can achieve (Docherty & Reid, 2009; Gothard, 2011) and it 
is not difficult now to find examples of individuals with Down syndrome who have achieved 
highly in areas such as music, art, acting, and sport (see, for example, Farag, 2008; Li, Liu, 
Lok, & Lee, 2012). In the current study, mothers’ expectations for their children’s future 
seemed to be influenced by the presence of independent young adult role models with Down 
syndrome in the community and media, and these positive expectations appeared to motivate 
parents’ efforts to support their children’s independence from early childhood. 
Although mothers did not use the word “autonomy” specifically in relation to adult 
life, they mentioned goals that implicitly reflected the notion of autonomous functioning. For 
instance, one mother said she wanted her adult daughter to have developed a clear idea about 
right and wrong, and another hoped her daughter would be able to make her own decisions 
about religious faith.  
Strategies for Developing Independence 
In line with the mothers’ strong focus on achieving independence, skill development 
was the most common way in which they reported assisting their son or daughter to achieve 
parentally established goals in adulthood. Many pointed out the importance of acquiring basic 
skills in everyday childhood tasks in order to maximise the likelihood of more independent 
living in adulthood. They reported using a range of strategies to help children master the 
skills they found difficult in daily life. As well as providing encouragement, praise and 
rewards, mothers frequently described techniques for breaking tasks into smaller, more 
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manageable steps. Such strategies are commonly modelled in therapy or early intervention 
settings. Mothers of younger children (3 to 4 years) often reported the use of hand-over-hand 
support. For older children (5 to 7 years), using verbal scaffolding and seeking intervention 
from allied health professionals (e.g., physiotherapists and speech therapists) were more 
common. Some mothers reported modifying aspects of their child’s environment in order to 
help them achieve success – e.g., buying shoes with Velcro fastenings to avoid the need to 
struggle with shoe laces, and teaching the entire family to communicate using hand signs the 
child was using. Such strategies enable children to experience success with tasks that would 
otherwise be too difficult for them. 
Without denying the importance of skill development, a strong focus on independence 
may jeopardise the development of autonomy. Maternal efforts to develop skills for 
independent living may take the form of quite directive engagement with their child. These 
behaviours are likely to be effective in supporting the acquisition of new skills (Batu, 2008), 
but may reduce autonomy if they become habitual patterns of interaction.   
Strategies for Supporting Autonomy 
A range of autonomy-supportive strategies was reported such as encouraging children 
to try tasks before offering assistance and allowing them to do things on their own whenever 
possible. Waiting for a child to require assistance before intervening is a key aspect of 
autonomy supportive behaviour (Grolnick et al., 2002). However, mothers said it was 
difficult to gauge the point when their child required help with a task or an activity. They 
reported experiencing confusion about the amount and specificity of assistance their child 
wanted due to the child’s difficulties in communicating this information. Communication 
difficulties were also identified as an obstacle to the provision of more subtle verbal 
suggestions and hints, and often meant that mothers believed they needed to use directives 
and physical assistance instead. In particular, mothers whose child reportedly experienced 
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higher levels of cognitive, sensory and/or motor impairments were more likely to report 
doing things for their child. Speech and occupational therapy interventions were described as 
assisting their child to achieve greater autonomy through being able to communicate their 
preferences and choices. 
More than half the sample of mothers recognised the importance of choice, and 
reported this to be a primary way in which they encouraged their child’s autonomy. The 
provision of choice is an important element of autonomy supportive contexts because it 
promotes feelings of control and competence (Evans & Boucher, 2015; Gilmore & Cuskelly, 
2014). Mothers talked about offering choices with respect to food, clothing, and leisure 
activities, although usually with a restricted range of options and sometimes only “guided 
choices” that were intended to give the illusion of choice. Not all of the children were 
interested in making choices. Several mothers stated that their child currently made very few 
decisions, whilst one said that her child did not make as many decisions as the mother would 
like, despite being given opportunities. 
Interestingly, mothers of older children (5-7 years) reported a wider variety of 
examples of ways in which they supported their child’s autonomy, possibly due to the 
additional time mothers have had to adapt and develop autonomy supportive strategies. In 
addition, the commencement of formal schooling may represent a visible indication of the 
child’s increasing maturity, and accordingly, mothers may act in more autonomy supportive 
ways with older children.  
Factors Influencing Maternal Support for Autonomy  
Results from thematic analysis of the interview material were used to explore the 
child and family factors that either constrained or facilitated the mother’s capacity to provide 
support for her child’s autonomy. As shown in Table 2, six key themes emerged from the 
data: competing family responsibilities, sibling influences, the child’s level of interest and 
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motivation, safety risks for the child, difficulties with communication, and other child 
difficulties.  It was commonly acknowledged that much time and patience was required in 
order to provide sufficient opportunities for children with Down syndrome to develop 
autonomy.  The mothers generally asserted that directiveness was necessary at times, such as 
when there were time pressures, when another child in the family needed attention, or when 
the child’s safety was a concern.   
INSERT TABLE 2 ABOUT HERE 
As primary caregivers, mothers often had to juggle the demands of supporting the 
needs of their child with Down syndrome as well as other household and family 
responsibilities. Opportunities for developing autonomy in self-care tasks were sometimes 
missed as mothers felt it was quicker to complete tasks for their child. This finding is in line 
with research with families of typically developing children which suggests that external 
pressures such as time and psychological availability impact on a mother’s capacity to 
support child autonomy (Grolnick et al., 2007).  
All families involved in the study had at least two children. Mothers reported that 
their child with Down syndrome often observed a sibling behaving autonomously and then 
also wanted to do things for him/herself. Even though siblings provided effective models of 
autonomy, at times their presence seemed to reinforce dependency. Research conducted by 
Floyd, Purcell, Richardson and Kupersmidt (2009) reported on typically developing siblings 
who saw themselves as protectors and demonstrated high levels of directiveness during 
interactions with their sibling with Down syndrome, thus undermining their opportunities for 
developing autonomy. 
Mothers commonly cited their child’s level of interest or willingness to engage in an 
activity as a relevant factor in their attempts to support autonomy. Many commented that 
their child actively sought autonomy when activities were interesting or rewarding, but 
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displayed less motivation for autonomy in routine everyday tasks such as dressing, washing 
and eating.  When mothers perceived that the child was not interested in attempting an 
activity without assistance, they were more likely to take over and do things for their child, 
potentially encouraging the child’s dependence on others. Children may be learning at an 
early age that it is easier to let their parents perform various uninteresting tasks for them. 
Zhang (2005) found that parents of high school students with intellectual disability were 
significantly less likely to involve them in household chores than were parents of typically 
developing peers, possibly because of the heightened requirement for encouragement and 
supervision. This over-dependence on others and lowered motivation for routine (but 
nevertheless important) tasks may then carry over into other contexts such as school. 
Efforts to support a child’s autonomy were limited also by mothers’ concerns about 
safety, in particular a fear of their child absconding in public or being injured while doing 
tasks around the home. Concerns about wandering behaviours are common among parents of 
young children with Down syndrome (Dolva, Coster, & Lilja, 2004). Consistent with 
research conducted across a range of developmental disabilities (Brotherson, Cook, Erwin, & 
Weigel, 2008), mothers in the current study reported placing a strong emphasis on 
behavioural strategies in situations which they perceived presented danger for their child, 
with safety concerns over-riding opportunities for autonomy. 
Difficulties with communication were commonly cited as obstacles to mothers 
providing support for autonomy.  Fine motor and sensory difficulties reportedly interfered 
with children’s autonomous attempts to achieve mastery. Some mothers also mentioned their 
child’s short attention span or cautiousness with new tasks as factors that prevented them 
from being more autonomous.      
Conclusions 
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The findings from this study provide insights into the value that mothers of young 
children with Down syndrome place on their children’s current and future independence, the 
ways in which they provide support for the achievement of autonomy and independence, and 
the factors that constrain their capacity to provide support for autonomy. All of the mothers 
saw independence with everyday skills as an important goal for their son or daughter when 
they thought about the future, and their expectations for adult self-sufficiency tended to be 
quite optimistic. Most were also aware of the importance of autonomy for their child’s 
current and future functioning, but their capacity to promote autonomy was sometimes 
constrained by various child and family factors.  
Despite recognising the importance of encouraging choice and other autonomy 
supportive strategies, in the laboratory setting some mothers behaved very directively, giving 
constant commands and even physically assisting their child with the task. Interestingly, 
many expressed surprise that their child had been successful on the Lock Box without direct 
maternal assistance and most were unsure how their child would have done if left alone with 
the task. One mother reflected “sometimes I make the assumption that he can’t do things 
but … he did better than I thought he’d do … it would have been intriguing to see how he 
would have done without me there” suggesting that she was not accustomed to offering him 
such opportunities for autonomy. Early intervention programs often emphasise high levels of 
scaffolding and prompt contingent responding, approaches that may reinforce dependence on 
others at the expense of opportunities for experiencing autonomy. Children with Down 
syndrome tend to display difficulties with sustained attention (Edvardson et al., 2014), and 
these difficulties may lead mothers to behave more directively. Indeed, some mothers in the 
current study stated that they felt it was necessary to work hard to keep their child effectively 
engaged in the task. This perceived responsibility may explain the mismatch between parent 
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interview comments about their support for autonomy and the actual behaviours they 
displayed in the laboratory.   
One of the limitations of our research involves the low response rate from families. It 
is possible, indeed likely, that those who agreed to participate are not typical of all mothers of 
young children with Down syndrome.  Those who were motivated to contribute to the study 
may have been particularly interested in supporting their children’s development, and thus 
more likely to behave in autonomy supportive ways.  On the other hand, mothers who did not 
volunteer for the study may have been busier and more stressed, and/or their children may 
have been functioning less well, resulting in fewer opportunities for maternal autonomy 
supportive behaviour. Certainly the group that participated is not representative with respect 
to parental education.  The majority of both mothers and fathers had undergraduate or 
postgraduate university degrees, whereas in the Australian population only around 20% of 
adults hold these qualifications. Zhang (2005) found that parents with college degrees were 
more likely to support their child’s self-determination skills than parents without college 
degrees. Our sample of families also had a very high rate of ASD in the siblings – almost 
30% of families reported a sibling with this diagnosis. The impact of increased demands on 
these families was not evident in their parenting with respect to the child with Down 
syndrome. Two mothers with a child with ASD were categorised, on the basis of 
observations, as astonomy supportive while the other two were categorised as directive. 
These mothers did not appear noticeably different from the other mothers in the study with 
respect to their interview responses and none mentioned the sibling’s ASD when discussing 
their interactions with their child with Down syndrome. Nevertheless, the pressures in these 
families are likely to impact on a range of family processes. 
Another limitation relates to the fact that we relied heavily on maternal self-report.   
Self-reports are vulnerable to social desirabilty bias, whereby individuals respond in a 
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manner that aims to present themselves in a favourable light (King & Bruner, 2000) or in a 
way that they believe will meet the researcher’s expectations. Although we also included 
experimenter ratings of maternal behaviours in the laboratory setting, it is likely that many 
mothers behave somewhat atypically when they are being observed in an artificial setting. 
Naturalistic observations are considered preferable for gaining more accurate information of 
how people typically behave; however, there are also disadvantages in such methodologies, 
including the potential influence of the observer on behaviour, ethical considerations, and 
financial costs (Mitchell & Jolley, 2004).  
Despite these limitations, the research has provided valuable insights into the factors 
that may constrain the support for autonomy that mothers provide for their child with Down 
syndrome.  Such understandings represent an essential step in the process of designing 
interventions for promoting maternal support for autonomy in families of children with Down 
syndrome and other developmental disabilities. Skill development has traditionally been a 
strong focus of childhood interventions. Much less attention appears to have been given to 
laying the developmental foundations that are necessary for autonomous functioning. In part, 
this lack may be due to limited understandings about the importance of autonomy for 
psychological health, the distinction between independence and autonomy, and the fact that a 
person may function autonomously despite needing to rely on others for assistance with some 
aspects of life. Even if these understandings are present, parents and professionals may not be 
aware of the complexity of the notion of autonomy, and the diverse ways in which 
autonomous functioning can be nurtured. Supporting autonomy involves more than providing 
choice; it requires development of an awareness and understanding of self as the basis for life 
choices and decisions. Some mothers in the current study clearly recognised this, as 
evidenced by goals such as decision-making about religious faith.  
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It would be important in the future to attempt to explore the perspectives of mothers 
whose lives are not as orderly and whose children are not developing as well as those in the 
current study appeared to be.  Engaging stressed and vulnerable families in research is an 
ongoing challenge for researchers, yet an imperative goal if the findings of research are to be 
generalised to all families, not just those who are coping relatively well. Future research 
could consider exploring the role that siblings play in modelling autonomous behaviours. In 
addition, the inclusion of fathers would enable a more complete picture of how families 
support children’s autonomy. Finally, recent work by Green, Caplan and Baker (2014) has 
drawn attention to the fact that parental directiveness may be either intrusive (which is 
generally seen to be a negative parental behaviour) or supportive. In the observational part of 
this study we examined only intrusive directiveness, yet some mothers reported using 
behaviours that were both directive and supportive. Examination of these different aspects of 
directiveness and their relationship to the development of autonomy in children with Down 
syndrome would be helpful.  
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Table 1 
Participant Characteristics 
Mother 
pseudonym 
Child CA Child DA Child sex Premature 
birth 
Sibling 
with 
ASD 
Vision 
problems 
Hearing 
problems 
Fine 
motor 
problems 
Health 
problems 
Position 
in 
family 
 
Polly 
 
4;8 
 
2;3 
 
Male 
   
x 
  
x 
  
2/2 
Lucy 5;6 2;1 Female  x   x  2/2 
Kate 4;8 2;5 Female x   x x x 1/2 
Jennifer 4;9 2;9 Male     x  1/3 
Josie 5;1 2;10 Female x  x    6/6 
Mary 6;2 2;1 Female x x  x x x 3/4 
Jillian 4;6 1;5 Female x  x    1/2 
Hazel 5;8 2;10 Female  x x    3/4 
Barbara 7;2 3;6 Female x x     3/5 
Zoe 4;0 1;9 Male x      5/5 
Margaret 5;0 2;8 Female   x x x x 2/2 
Lauren 3;8 1;9 Female x  x  x  2/2 
Nicole 4;7 2;1 Male    x x x 2/3 
Emma 5;0 2;8 Female   x  x  2/3 
 
Note:  CA = chronological age, DA = developmental age as determined by the Bayley Scales of Infant and Toddler Development, Third Edition 
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Table 2 
Thematic Analysis of Factors Impacting on Support for Autonomy   
Theme  Examples of comments 
Competing family responsibilities 
 
 busy households 
 time pressure 
 needs of other children 
 
At the moment she’s pouring drinks... there is sometimes three litres of milk on 
the floor, so every time she heads for it, it would be really easy to say, “I’ll do 
that” but I just try and step back and let her do it. – Mary (mother of a 6 year 
old girl)  
 
Sometimes I do things for her, we live in a busy household and we want to get 
going... – Josie (mother of a 5 year old girl) 
Sibling influences 
 
 siblings model autonomy 
 siblings may be directive 
 parent expectations the same for all 
children in the family 
He’s got a similar aged sister who he learns a lot from in taking risks and 
trying new things and he’s also got a younger sister who is much more 
adventurous than he is. – Jennifer (mother of a 4 year old boy) 
 
Her brother is quite happy to tell her what to do and she’s quite happy to do 
it. -  Josie (mother of a 5 year old girl) 
 
We treat her like her sibling, she has to make decisions. – Margaret (mother of 
a 5 year old girl) 
Child interest and motivation 
 
 actively seeking autonomy on more 
interesting and engaging tasks 
(sometimes beyond their ability) 
 less motivated for autonomy on 
routine self-care tasks such as 
washing and dressing even if have 
the capacity 
Her favourite thing to say is “me do it” – Josie (mother of a 5 year old girl) 
She always wants to try everything first, she’ll ask for it, to do it on her own 
first.  – Hazel (mother of a 5 year old girl) 
 
We used to do things hand-over-hand, now she can do many of those things 
confidently and gets cranky if I try and help her, she is very independent.  
– Lauren (mother of a 3 year old girl) 
 
She wants to feed the dogs by herself and take them for a walk. – Margaret 
(mother of a 5 year old girl) 
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There’s a lot of things that she will try and give up, like dressing herself - and 
I say to her “I know you can do it”, because she’s so much more capable than 
she gives herself credit for.  – Barbara (mother of a 7 year old child) 
Child safety 
 
 decisions to provide opportunities 
for autonomy are weighed against 
potential risks to child safety 
 high levels of close supervision may 
be required 
 running away is a significant issue 
that limits opportunities for 
autonomy 
It’s weighed against her safety and what everyone else is doing – Emma 
(mother of a 5 year old girl) 
 
Currently we’re a bit restricted with his safety and road sense, so it makes it 
very difficult to go out as you’ve always got to keep one eye on him. – Nicole 
(mother of a 4 year old boy) 
 
Difficulties with communication 
 
 difficulties in understanding the 
child’s wants and preferences 
hinder the mother’s capacity to 
support the child’s autonomy 
 communication difficulties limit 
interactions with others 
Her communication, often she can’t get across what she’s trying to. – Josie 
(mother of a 5 year old girl)  
 
Without communication, he can’t interact with others without getting 
frustrated. He needs to be able to express what he wants, if he’s in pain etc. 
 – Nicole (mother of a 4 year old boy) 
 
Other child difficulties  
 
 fine and gross motor difficulties 
impede child autonomy 
 sensory issues interfere with 
independent mastery attempts 
With walking, she does rely on support … she’ll be confident and then she 
realises she’s not being supported and will fall over … you have to distract 
her. - Jillian (mother of 4 year old girl) 
 
He has difficulty with feeding and sensory issues; he doesn’t finger feed, touch 
food or feed himself.  He needs to eat, so I often end up doing it for him in 
order to make sure he is getting the food he needs. – Polly (mother of a 4 year 
old boy) 
 
